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Abstract
Introduction: An important aspect of self‐management is patient activation (the
skills, abilities and confidence someone uses to actively manage their health). The
dominant method of capturing patient activation is the Patient Activation Measure
(PAM) which has been integrated into many aspects of clinical practice in muscu-
loskeletal care. However, limited research has investigated how rheumatology pa-
tients understand and perform patient activation, and how closely their perceptions
align with the PAM.
Methods: Seventeen patients from two rheumatology departments in South West
England participated in semi‐structured interviews at two timepoints. They dis-
cussed how they actively managed their health and their views on the PAM. Data on
activation were analysed using framework analysis and data on the PAM were
analysed using content analysis.
Results: Participants self‐managed with determination, finding ways to make small,
sustainable behaviour changes and effectively navigate the healthcare system. They
reported the value of knowing what self‐management techniques suited them
individually and reported benefitting from positive perceptions of their own health
and good social support. Participants noted that the PAM did not always capture
the fluctuating nature of their inflammatory arthritis and the collaborative nature of
healthcare.
Conclusions: Patients' perceptions and experiences of patient activation covered a
wide range of skills, behaviours and beliefs. However, these are not always captured
by the PAM. Therefore, its use as a clinical tool is best accompanied by dialogue
with patients to understand their self‐management.
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1 | INTRODUCTION
Patient activation describes someone's willingness and ability to take
an active role in dealing with their health and covers the skills,
abilities and confidence that people use to self‐manage (Hibbard &
Greene, 2013). Evidence shows that when patients are supported to
become more activated, they benefit from better health outcomes,
greater confidence and control over their condition, and fewer
emergency admissions (Dixon et al., 2009; Rijken et al., 2014).
The dominant outcome measure for patient activation is the Pa-
tient Activation Measure (PAM) (Hibbard et al., 2004, 2005). The PAM
was developed to support the design, targeting and evaluation of self‐
management support. It captures patients' knowledge, confidence and
skills to take an active role in managing their health but does not report
these domains separately. The PAM categorises patients into four
developmental stages of patient activation with scores corresponding
to levels (Greene et al., 2015). These are as follows:
1. Level 1 (score below 47), where patients are completely passive in
health management.
2. Level 2 (score between 47.1 and 55), where patients are aware
that they could take active responsibility for their health, but
there is much they are unable or unwilling to do.
3. Level 3 (score between 55.1 and 72.4), where patients are taking
active responsibility for their condition and continuing to develop
skills and confidence.
4. Level 4 (score above 72.5), where patients are able to sustain
active health management, including after a setback.
The measure was developed and refined using quali-
tative methods, literature reviewing and piloting
(Hibbard, Stockard, et al., 2004). The algorithm that
calculates scores and levels from the raw data is not
publicly available. Rasch analysis has resulted in
several versions of the measure as items are removed,
but the most common version and the one used in this
study is the 13‐item PAM. The proposed meaningful
clinically important difference for the PAM is 4 points
on the scale of 0–100 (Anderson & Wallace, 2018).
Since the initial development of the PAM, both the measure and
the concept of patient activation have increasingly become the focus
of work to support patients to manage their health (Roberts
et al., 2016). The measure has been implemented into health care in
the NHS and internationally to tailor and evaluate self‐management
support (Armstrong et al., 2016). Consequently, studies have begun
to explore the relevance of the PAM to patients with various health
conditions, and to understand how they interpret the items and apply
them to their specific conditions. This has raised critiques from pa-
tients around complexity of the language in some of the items of the
PAM and vague phrasing meant that patients were concerned about
misunderstanding in their responses (Ngooi et al., 2018). Interviews
with patients with cardiac and respiratory conditions have also
identified an occasional mismatch between PAM‐determined patient
activation and patients' perceptions of how actively they managed
their health (Gao et al., 2019).
There has currently been limited research into patient activation
and rheumatic conditions. Understanding patient activation from a
patient perspective can add context to the use of the PAM as a
clinical tool in musculoskeletal care. This study aimed to explore
patient perceptions of patient activation and the extent to which
these aligned with, and were captured by, the PAM.
2 | AIM
To explore how patients with inflammatory arthritis perceive and
understand patient activation.
3 | ETHICS
Ethics approval to carry out this research was granted by the West of
Scotland 4 Research Ethics Committee (reference 17/WS/0143) and
ratified by UWE Bristol (reference 17.08.007). The study was con-
ducted in accordance with the Declaration of Helsinki.
4 | PATIENT INVOLVEMENT
A patient research partner (AH) contributed throughout. He
reviewed study materials and piloted the interview schedules with
(BJ) who conducted the interviews. He was also involved in discus-
sing the results and implications of both interview datasets to ensure
that they reflected patients' experiences. The first interview schedule
(see Figure 1) was also shared with a local Patient Advisory Group to
gather a range of perspectives.
5 | METHODS
The research was conducted as part of a wider project with a prag-
matic epistemology. This allows the research question to be more of a
consideration than the lens through which the phenomena are
studied (Hanson et al., 2005). The study was conducted with an un-
derpinning phenomenological qualitative orientation that looks to
understand peoples' perceptions of their experiences and their world
(Robson, 2011).
The study was longitudinal, with participants invited to take part in
two face‐to‐face interviews approximately 12 months apart. This was
to explore whether patients' perspectives on patient activation
changed over time. These semi‐structured interviews were conducted
in non‐clinical rooms at two hospital sites in the South West of England.
The intention was to interview patients who were experienced
and skilled self‐managers to understand how they had learned to
actively self‐manage. Therefore, while the participants were
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recruited via a convenience sample, there was an effort to pur-
posefully recruit those who appeared to be self‐managing well. This
was determined through discussion with clinical staff or using med-
ical notes with recruiting rheumatology teams. However, potential
participants were not formally screened using the PAM.
Patients were eligible to take part if they were over 18 years old,
diagnosed with a form of inflammatory arthritis by a rheumatologist,
able to provide informed consent to participate, and able to
communicate, read and write in English. Patients were approached to
participate either face to face when attending clinic or via a postal
invitation. Data are not available on the number of patients
approached in total or who declined to participate.
The interviews and analysis were conducted by a female doctoral
researcher (BJ) who had prior experience in conducting research
F I G U R E 1 Topic guide for first interviews
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interviews. The study was part of a wider, mixed‐methods project
conducted with a pragmatic epistemology.
Prior to starting the interview, BJ explained that the interviews
formed part of her PhD looking at how people managed their health,
explained the interview process and answered any questions. Par-
ticipants signed a consent form and provided demographic informa-
tion (including age, sex, diagnosis and disease duration). They also
completed the following outcome measures:
� Health Assessment Questionnaire (HAQ) (Fries et al., 1980), a
measure of physical function (Hewlett et al., 2002). This measure
takes approximately 5 minutes to complete.
� PAM (Hibbard et al., 2005), a 13‐item measure designed to cap-
ture patient activation that provides patients with a level (between
1 and 4) and a score (between 0 and 100). Higher scores and
higher levels indicate more skilled active self‐management. The
measure typically takes between 2 and 4 min to complete.
T A B L E 1 Individual participant demographics (n = 17)
Participant Sex
Age (years) at time of the first
interview Diagnosis
Disease duration







Mary Female 48 RA 13 International diploma 0 N/A N/A
Joanna Female 54 RA 2 GCSEs 0.35 N/A N/A
Lindsay Female 57 RA 8.5 National diploma 0.4 N/A N/A
Tony Male 71 RA 26 National vocational
qualification
1.05 4 100
Jim Male 68 RA 28 English language certificate 0 4 90.7
Jackie Female 69 RA 35 National vocational
qualification
0.95 4 75
Avril Female 73 PsA 15 Bachelor's degree 0.2 3 63.1
Mark Male 46 RA 2 O‐levels 0 2 51
Jan Female 71 RA 12 No formal qualifications 0.25 2 51
Richard Male 49 PsA 12 O‐levels 0.6 2 48.9
Cheryl Female 54 PsA 3 Certificate of secondary
education
0.85 3 70.2
Greta Female 65 RA 10 O‐levels 0.25 4 77.7
Christine Female 39 SLE 6 Postgraduate diploma 1 3 63.1
Patricia Female 64 RA 21 Bachelor's degree 0.7 3 63.1
Stuart Male 45 RA 15 GCSEs 0 2 53.2
Anne Female 53 RA 30 O‐levels 0.4 4 100
Meryl Female 71 RA 38 No formal qualifications 0.8 4 80.9
Abbreviations: PsA, psoriatic arthritis; RA, rheumatoid arthritis; SLE, systemic lupus erythematosus.
T A B L E 2 Summary of framework
analysis categories and subcategories
’You do it because you have to’: Determined independence
‘You find ways to do different things’: Making small changes
‘If you have a problem just phone up’: Navigating the system
� ’If I have that knowledge then it helps’: How to seek and get help and information.
� ’If I feel there's a concern, I will raise it’: Collaborating with healthcare professionals.
‘I think I've recognised what works for me, and what I need’: Knowing oneself
� ‘I knew it was obviously something shook up in my body’: When to seek help and
information.
� ‘It just helps me’: Knowing what techniques work for individuals.
� ‘I know what each tablet is for’: Health‐related knowledge.
‘There are people far worse than me’: Positive perspectives on health
‘Just does a lot of fetching and carrying’: Practical social support
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The interview schedule included participants' experiences of
managing their health, the barriers and enablers to self‐management,
and how they made health‐related decisions. In each participants'
first interview, they were also asked if they had heard the term
‘patient activation’ previously, what it meant to them, and their
definition of the term. They also reviewed the PAM, having
completed it earlier in the interview. They considered how closely the
items in the PAM captured their experiences of active self‐
management. As recruitment progressed, issues that arose in early
interviews were explored in later interviews.
Participants were invited back a year later for follow‐up in-
terviews that focused on how they had managed their health in the
meantime. These interviews were tailored to the individual partici-
pants to explore how they had managed their health over the prior
year. They also discussed the overall findings from the first in-
terviews with participants to understand how they felt the analysis
captured their perceptions. This constituted a member checking ex-
ercise as well as an opportunity to further discuss the topic with
participants.
The interviews were audio‐recorded, and these were transcribed
and anonymised by replacing potentially identifying details with
placeholder words and phrases. The data were analysed using
framework analysis and analysis was assisted by the NVivo software
package (Ritchie & Spencer, 1994). Framework analysis allows the
opportunity to develop a thematic framework to describe the data,
and to compare between and within participants and both time
points (Ritchie & Spencer, 2003). It is a flexible approach that is
suitable for different epistemologies, accommodates both inductive
and deductive data analysis methods, and offers a systematic process
to analysing qualitative data (Leal et al., 2015; Gale et al., 2013). The
process of analysing data using the framework analysis method is
well documented (Parkinson et al., 2016; Ward et al., 2013). Reflec-
tive field notes made by BJ between interviews provided context on
the data and contributed to the planning of follow‐up interviews
(Furber, 2010) SH and ED both also reviewed several transcripts to
conduct initial coding to review with [Author 1] and compare
perspectives.
Participants sometimes managed multiple conditions and it was
occasionally unclear whether their self‐management was around
actively managing their rheumatic condition or another health issue
and this is a challenge that has been identified in prior patient acti-
vation research. Where this was the case, BJ tried to explore this
during interviews. The findings have been analysed and written to




Seventeen participants (12 female) were recruited from two sites and
attended interviews that lasted between 45 and 75 min. Recruitment
ended after the 17th interview because BJ was no longer identifying
new themes and perceived that data had reached saturation. The
majority were one‐to‐one interviews with BJ, but one participant
brought a sibling to observe both interviews. Table 1 reports the
individual participants' demographic information. Thirteen partici-
pants had rheumatoid arthritis (RA), 3 had psoriatic arthritis (PsA)
and 1 had systemic lupus erythematosus (SLE). All participants had
been diagnosed for at least 2 years at the time of the first interview.
HAQ scores were between 0 and 1.05 with an average score of 0.45
(SD: 0.37) indicating mild disability. Overall, participants demon-
strated high levels of patient activation according to the PAM. Four
were at level 2, four at level 3 and six at level 4. An ethics amendment
requesting consent to share de‐identified PAM data with the li-
cencing organisation was not in place for three participants, who
therefore did not complete the PAM.
Nine participants returned for a second interview. Reasons for
not returning for a second interview included beginning working full
time, other life commitments or being to unwell to attend an inter-
view. The second interviews lasted between 28 and 56 min.
It was identified during data collection that discussions around
the contents of the PAM did not fit clearly into a framework analysis
but were relevant to participants' experiences. Consequently, these
data were reviewed as part of the framework analysis for any data
appropriate for coding but the data from these questions were also
separated and analysed using content analysis.
7 | FRAMEWORK ANALYSIS
The framework analysis categories report how participants under-
stood and performed patient activation. The findings of the two
phases of data collection are presented together as one, with a
summary of the six framework categories identified in Table 2.
7.1 | ‘You do it because you have to’: Determined
independence
Participants tried to avoid their rheumatic condition ruling their lives:
You can’t just live life with your feet up, you’ve got to
do things (Lindsay).
The cognitive dichotomy between ‘giving in’ and ‘getting things
done’ did not always lead to the ‘boom and bust’ patterns that occur
when someone perseveres until reaching exhaustion (Hewlett
et al., 2011). Greta described trying to balance ‘giving in’ and taking
the rest she needed to manage long‐term. Sometimes this meant
carrying on, in a more measured way.
[Feeling] the need to do things, the need to get things
done in the house, but also the need not to give in to
the disease, which is very, very stupid and the opposite
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of what you should be doing. I don’t mean give in, but
pace yourself, it’s not giving in (Greta).
The balance between ‘’giving in’ and ‘persevering’ could reflect
some of the skill required to move from moderately skilled active
self‐management to the requirements of PAM level 4. Being able to
step back and critically appraise self‐management behaviours sug-
gests skilled and dynamic self‐management.
Many participants described themselves as determined people
who persevered with doing what was important or valuable to them.
This formed part of their identity:
I'm quite a determined, independent person. I just have
to get on and do it, regardless (Mary).
There’s nothing I can’t do or won’t do just because I
won’t let it get in the way (Richard).
This determination reflects an aspect of patient activation that is
often central to its definition, that someone feels that for their own
sake they must take responsibility for managing their health
(Dwarswaard et al., 2016).
For some, taking responsibility for their health was often closely
connected with independence. Some struggled to deal with the lim-
itations their conditions caused:
Being very independent, quite fiercely independent, it
was quite hard to have to accept I couldn't do certain
things (Mary).
This reflects findings of prior rheumatology self‐management
research where patients have clarified that independence is a valu-
able treatment outcome (Carr et al., 2003; Yoshida &
Stephens, 2004).
7.2 | ‘You find ways to do different things’: Making
small changes
For many participants, actively taking responsibility for their health
came in the form of smaller, day‐to‐day decisions that allowed them
to continue with activities or roles that they valued. These changes
required planning and thought to maintain:
Don’t just pick up the [shopping] basket, even if it’s
only for a few items, take the smallest trolley in with
you, because by the time you get round and you put
even just a few items in, that really weighs down quite
a lot (Lindsay).
Participants described how they made changes that allowed
them to stay engaged with activities they valued:
I keep going, I go to darts, I go to skittles, I don’t play
because the balls are too heavy now, but I still go (Jan).
They also approached health behaviour maintenance in more
manageable ways:
I’ve got a downstairs toilet, but if I want to go to the
loo, I usually go upstairs, just to get a bit of exercise
going up and down the stairs … There’s lots of things
you can do within your own home without even leaving
your own home (Cheryl).
As maintaining health‐related behaviour changes can be difficult,
making changes in small, manageable ways means that these
behaviour changes are more likely to be successful (Hibbard &
Mahoney, 2010; Kelly & Barker, 2016). This reflects the success in
managing behaviour change that has contributed to participants
being more confident and willing to further self‐manage their
conditions.
7.3 | ‘If you have a problem just phone up’:
Navigating the system
When participants discussed how they managed their health, one
skill they regularly used was the ability to navigate the NHS both in
and out of appointments.
Something that shaped this category was that the two recruiting
departments use a direct access system. This allows patients with
stable conditions to have fewer unnecessary review appointments,
but they can call a telephone line for advice, support and to arrange
appointments if required. This process is described by Kirwan
et al. (2003).
Within this category there are two subcategories.
7.3.1 | ‘If I have that knowledge then it helps’: How
to seek and get help and information
This subcategory refers to participants' ability to select appropriate
ways to get help and information about their condition. Participants
reported using a variety of sources of help and information, partic-
ularly online resources. They considered credibility, trustworthiness
and occasional scepticism about information gathered online unless
from a clearly reputable source:
I know they say you shouldn't read everything, but
there are some good sites on there. You have got the
NHS one for a start …so they are genuine sites (Joanna).
Participants demonstrated critical and communicative health
literacy skills when identifying information and considering its
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relevance to their own health (Ledford et al., 2015). Critical health
literacy covers the ability to manage health based on the analysis of
health‐related information (Nutbeam et al., 2017). Communicative
health literacy describes the ability to establish meaning from varying
sources and types of information to apply it to self‐management. This
includes the ability to consider circumstances that have changed or
make decisions after considering information (Nutbeam et al., 2017).
These skills were fundamental to the process of gathering informa-
tion for participants.
Participants were able to select an efficient and appropriate
route to contact healthcare professionals depending on the urgency
of the issue. This was often their rheumatology team due to their
specialist knowledge, and participants valued the consistency of
seeing someone who knew them rather than a GP who would refer
them onwards:
If you go to your doctor and yes the doctor is a GP,
they don’t specialise in rheumatoid, that’s why you get
sent to the hospital about it (Lindsay).
When you are under a consultant you trust them, and
the nurse you see more often. You trust in what they
are doing and the doctor [GP] doesn’t know any of that.
Alright, he might read reports when he gets back…
(Jan).
Sometimes participants chose not to seek support out of fear of
misusing resources:
I know you’ve got the nurse emergency number that
you can ring but you don’t like wasting her time
(Cheryl).
This has the potential to contribute towards the self‐
management style that has been referred to as being a ’dangerous
self‐manager’ (Náfrádi et al., 2017; Yadav et al., 2018). This occurs
when somebody is confident and activated to manage their own
health. However, their health literacy might not be sufficient to
identify when they need additional support and their health is at risk.
Therefore, health literacy is a valuable aspect of actively managing
one's health safely.
Aspects of this subcategory reflect some of the ways that
there may be a ‘hidden curriculum’ that does not reflect formal
patient education or learning but captures knowledge and abili-
ties that underpin patient’ abilities to learn to self‐manage
(Kentli, 2009).
7.3.2 | ‘If I feel there’s a concern, I will raise it’:
Collaborating with healthcare professionals
This sub‐category highlights the roles participants played in shared
decision‐making during appointments. While they all generally
implied that being more active in consultations demonstrated be-
ing more involved in managing one's health, the extent of in-
dividuals' involvement differed. Participants reported feeling able
to ask clarifying questions, a general confidence in being able to
disagree with the opinions of healthcare professionals, and a
keenness to be involved in (but not always leading) decision‐
making:
I’ll wait until he’s finished waffling on and ask him at
the end. Oh yeah, if there’s something I want an answer
to, I’ll make sure he answers it (Tony).
They were also able to clearly raise the issue and outline prob-
lems they experienced:
If I feel there’s a concern, I will raise it, and to I think it’s
only by being able to raise it and discuss it that I can get
my own mind around it … it is a case of being, I suppose
open, being honest (Greta).
Participants also used practical strategies to communicate with
healthcare professionals:
I take my folder with me everywhere of all my letters….
I’d done a summary from my letters of all the things
that I’d been sent for and what, and that’s in the notes
now (Mary).
The ability to disagree with healthcare professionals appeared
important given often‐present power imbalances between patient
and healthcare professional (Becker & Roblin, 2008). Research in-
dicates that people with higher patient activation are also more
likely to rate their patient experience more positively (Mosen
et al., 2007). This may be due to a greater ability to work collab-
oratively with healthcare professionals, as identified in this
category.
7.4 | ‘I think I've recognised what works for me, and
what I need’: Knowing oneself
This category describes the participants' sense of knowing their body,
including demonstrating knowledge of the healthcare‐related rou-
tines required to manage their health. Three subcategories contrib-
uted to this overall category.
7.4.1 | ‘I knew it was obviously something shook up
in my body’: When to seek help and information
Participants were aware of their baseline, as well as a sense of their
fluctuations and how their body felt during a flare. This allowed them
to identify when something was out of the ordinary:
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I am tuned in, I am. I do find, it's awful really, but I am
very tuned in (Jackie).
Participants could not always describe how they developed the
awareness to identify the onset of an issue:
I don’t think I consciously do it either, I think some-
times it's just a case of I realise when I'm pushing my
luck, so I draw back (Mary).
Participants also used this knowledge to anticipate if they were
likely to be overly active, or more likely to contribute towards a
‘boom and bust’ pattern of over‐ and under‐activity (Hewlett
et al., 2011).
7.4.2 | ‘It just helps me’: Knowing what techniques
work for individuals:
Participants used a range of techniques and products to manage their
condition and a clear sense of what worked for them and the per-
sonal nature of these preferences:
I think I've recognised what works for me, and what I
need (Mary).
What works for me might not work for someone else
(Jim).
Participants did not always use analgesic medication as a part of
their routine. However, they were a tool for flares:
I think to myself right, I need to stay in the warm today,
might take a couple of paracetamols if it’s really bad
(Jackie).
Medication regimens prescribed by healthcare professionals as
part of a toolkit to self‐manage were rarely discussed, despite how
this has previously been discussed in conjunction with patient acti-
vated behaviours (Mosen et al., 2007). Whether this was down to
participants' assumption that adherence to medication was a given,
or something else, was unclear.
7.4.3 | ‘I know what each tablet is for’: Health‐
related knowledge
Participants demonstrated knowledge of their condition, their
responsibility for effectively managing their routine, and why
certain behaviours, investigations and interventions needed to be
performed. The knowledge and skills discussed in this category
closely reflect functional health literacy (the basic ability to gather
information related to one's health and successfully apply it to
prescribed activities) as an aspect of patient activation (Nutbeam
et al., 2017):
[nurse] sent me for a bone scan last year and I am due
another one at the moment (Joanna).
7.5 | ‘There are people far worse than me’: Positive
illness beliefs
Participants often made sense of their health by comparing their
experiences with those around them. The subjects of these com-
parisons included relatives with rheumatic conditions, friends, peers
at support groups or patients they saw in waiting rooms:
There's an awful lot of people out there who are an
awful lot worse off than I am (Cheryl).
[relative] only goes out a couple of times a week…
[relative] has it worse than me (Jan).
The association between positive illness beliefs and patient
activation has been documented in prior research (Rask et al., 2009).
7.6 | ‘Just does a lot of fetching and carrying’: Social
support
Although participants were independent where possible, they
received support from loved ones. This was often practical help such
as housework, driving, lifting or carrying:
It is more the practical stuff of opening things, that I've
needed help with (Mary).
Just does a lot of fetching and carrying for me. If I can’t
open something, she’ll open it for me. If I can’t lift
something, she’ll lift it for me (Richard).
Sometimes, this was flexible depending on participants’ needs at
that time:
We share the workload, really. If I’m doing well, I’ll do
more and if she’s doing well, she’ll do more (Stuart).
Social support is a valuable part of maintaining health‐related
behaviour change (Michie & Abraham, 2013). As rheumatology pa-
tients have identified a gap between their need for social and
emotional support and current service provision (Dures et al., 2014),
it is a potential target for intervention. Communication training may
support people to build social networks, and interventions such as
the GENIE intervention to identify valued activities and signpost
patients to these can increase social support (Band et al., 2019).
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8 | PATIENT ACTIVATION PERCEPTIONS AND
OPINIONS ON THE PAM
Participants generally stated that they had not heard the term ‘pa-
tient activation’ prior to this study. Some participants suggested that
how they self‐managed reflected ‘patient activation’, others made
references to ’perhaps getting more active, with what you're doing’
(Cheryl).
Some definitions that participants offered were close to the
understanding of the term used in literature to reflect patient acti-
vation and empowerment:
I suppose it’s just about being proactive, just generally,
it’s about everybody being proactive (Greta).
Giving a bit more power to the patient… (Christine).
I would guess that it meant more patient input, I sup-
pose, more patient‐led (Stuart).
Anne had a very specific visual image when presented with the
term, saying:
It makes me think of something chemical‐like, [chuck-
ling], there’s going to be an alarm going off any minute.
Some participants referred to the idea of ’switching someone on’
(Richard). This would imply that, to these participants, the re-
sponsibility for ‘activating patients’ lies with healthcare professionals
rather than patients.
Participants' feedback on the PAM varied. Some participants felt
that this measure captured things that they felt demonstrated how
they actively self‐managed:
No, I think the questions here are quite good, yeah … I
think they're really good, bold questions.” (Jim)
I think most of them are relevant (Richard).
Others provided critiques on items of the PAM that did not
reflect their experience of actively managing their health. Item one of
the 13‐item PAM (‘I am the person who is responsible for taking care
of my health’) (Hibbard et al., 2005) was critiqued by several par-
ticipants who made reference to the necessity of working collabo-
ratively with healthcare professionals:
You’ve got to do your bit at helping. [Healthcare pro-
fessionals] are there to sort of instruct and do what
they can to help but you’ve got to do your bit as well I
feel. You know, sort of go half‐way to meet them sort
of half‐way (Meryl).
There's only so much I can do and therefore the health
service have a degree of responsibility as well (Mark).
Items on the PAM referring to preventing or reducing problems
with patients' health were also discussed by participants. When dis-
cussing problems with health, participants often referred to setbacks
or flares that they were often unable to prevent or predict:
I know how to prevent further problems with my
health condition, again, I’ve put agree, because again,
there’s always the unknown, that we don’t have con-
trol about, so again, so rather than strongly agree, I’ve
put agree (Greta).
I know how to manage physically but I can't control
what my body does in terms of flare (Christine).
This is an issue with the PAM that was raised by patients with
cardiac conditions who felt that they would never be able to prevent
all problems, and that there would always be an issue that they could
not anticipate (Ngooi et al., 2018).
One participant suggested including an item in the PAM about
how patients carried out their own research to find information.
Some participants were particularly proud of the work they had done
in order to gather information of their own:
So even though I agree and everything seems
wonderful, actually a lot of the questions I agree with
simply because of my own research rather than what
information I maybe should have been given (Mark).
Similarly, participants with other health conditions have raised
the need to distinguish between information that has been provided
by professionals and information people have proactively gathered
and evaluated (Ngooi et al., 2018).
9 | DISCUSSION
This study identified that self‐managers defined actively managing
their conditions as having a determined attitude to managing their
health, finding ways to make small, sustainable behaviour change and
effectively navigating the NHS. Participants also reported that
knowing what techniques suited them individually, having positive
perceptions about their health and good social support was part of
managing their health well. They felt that while aspects of the PAM
reflected how they performed patient activation, it was not suitable
for capturing the fluctuating nature of their conditions and the
collaborative nature of care. This adds to findings covering patients'
perceptions of the PAM in other health conditions (Gao et al., 2019;
Ngooi et al., 2018). This study also supports prior research into how
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patients adjust to living with long‐term conditions and health‐related
behaviour change. It also closely matches the sense that participants
report of needing to take responsibility for their condition and living
well (Dixon et al., 2009).
The PAM is intended to be a generic measure suitable for all
kinds of health conditions. However, patients with long‐term con-
ditions have reported it is not always suitable for conditions that
fluctuate (Roberts et al., 2016). Prior critiques of the PAM include
complexity of the language within the measure, and ethnographic
research identifying that many patients require support to com-
plete the measure (Chew et al., 2017; Gao et al., 2019; Ngooi
et al., 2018). This suggests flexibility in the use of the measure in
practice and that in the context of rheumatology the PAM may
capture aspects of patient activation but is not a comprehensive
measure. Its use in clinic would ideally be supplemented with
clinical judgement and discussion with patients about they feel they
are actively self‐managing. Interventions to develop skills that
active self‐managers make use of, such as health literacy, can also
help to support those who are less confident and skilled at self‐
management.
10 | STRENGTHS
This study was strengthened by the patient and public involvement
contributing to an interview schedule that was piloted to be acces-
sible and easily understood by participants. The member checking
exercise and opportunity for participants to clarify the findings,
contributed additional detail and added credibility.
11 | LIMITATIONS
The attrition rate for the second interviews limited the opportunity
to investigate the temporal aspect of patient activation with all
participants. This also limited the helpfulness of member checking, as
the participants who did not return did not discuss the findings with
the interviewer.
12 | CONCLUSIONS
Patients' perceptions of patient activation covered a wide range of
skills, behaviours and beliefs and these are not always captured by
the PAM. This includes the prevention and prediction of flares and
fluctuations. Therefore, its use as a clinical tool is best accompanied
by dialogue with patients to understand their self‐management.
ACKNOWLEDGEMENTS
The authors acknowledge the support of the Research and Devel-
opment team at the recruiting sites for their help during this process
and the generosity of participants for giving their time and per-
spectives during the study.
CONFLICTS OF INTEREST
Bethan Jones has received a speakers fee for presenting a webinar on
patient activation for the British Society of Rheumatology in
conjunction with. The other authors have no conflicts of interests to
report.
AUTHOR CONTRIBUTIONS
Bethan Jones devised the study design and the methods as part of
a PhD project with support and input from Andrew Hunt, Diana
Harcourt, Sarah Hewlett and Emma Dures to refine the design.
Bethan Jones collected the data and carried out the data analysis
and interpretation with discussion and support from the other
authors to interpret the findings. Emma Dures and Sarah Hewlett
also reviewed transcripts as part of the analysis. Bethan Jones
wrote the manuscript which was reviewed and revised by all au-
thors. All authors gave approval for the final manuscript to be
published.
DATA AVAILABILITY STATEMENT
The data that support the findings of this study are available on




Anderson, J. K., & Wallace, L. M. (2018). Evaluation of uptake and effect
on patient‐reported outcomes of a clinician and patient co‐led
chronic musculoskeletal pain self‐management programme pro-
vided by the UK National Health Service. British Journal of Pain,
12(2), 104–112.
Armstrong, N., Tarrant, C., Martin, G., Manktelow, B., & Brewster, L.
(2016). Independent evaluation of the feasibility of using the Patient
Activation Measure in the NHS in England. NHS England.
Band, R., Ewings, S., Cheetham‐Blake, T., Ellis, J., Breheny, K., Vassilev, I.,
Portillo, M. C., Yardley, L., Blickem, C., Kandiyali, R., Culliford, D., &
Rogers, A. (2019). Study protocol for “the project about loneliness
and social networks (PALS)”: A pragmatic, randomised trial
comparing a facilitated social network intervention (Genie) with a
wait‐list control for lonely and socially isolated people. BMJ Open,
9(8), 1–9. https://doi.org/10.1136/bmjopen‐2018‐028718
Becker, E. R. and Roblin, D. W. (2008) Translating primary care practice
climate into patient activation. Medical Care [Online]. 46(8),
pp. 795–805. http://www.ncbi.nlm.nih.gov/pubmed/18665059
Carr, A., Hewlett, S., Hughes, R. O. D., Mitchell, H., Ryan, S., Carr, M., &
Kirwan, J. (2003). Rheumatology Outcomes: The patient’s perspec-
tive. The Journal of Rheumatology. 30(4):880‐883..
Chew, S., Brewster, L., Tarrant, C., Martin, G., & Armstrong, N. (2017).
Fidelity or flexibility: An ethnographic study of the implementation
and use of the Patient Activation Measure. Patient Education and
Counseling, 0(0), 1–6. https://doi.org/10.1016/j.pec.2017.12.012
Dixon, A., Hibbard, J., & Tusler, M. (2009). How do people with different
levels of activation self‐manage their chronic conditions? The Patient:
10 - JONES ET AL.
Patient‐Centered Outcomes Research, 2(4), 257–268. https://doi.org/
10.2165/11313790‐000000000‐00000
Dures, E., Almeida, C., Caesley, J., Peterson, A., Ambler, N., Morris, M.,
Pollock, J., & Hewlett, S. (2014). A survey of psychological support
provision for people with inflammatory arthritis in secondary care in
England. Musculoskeletal Care, 12(3), 173–181. https://doi.org/10.
1002/msc.1071
Dwarswaard, J., Bakker, E. J. M., van Staa, A., & Boeije, H. R. (2016). Self‐
management support from the perspective of patients with a
chronic condition: A thematic synthesis of qualitative studies.
Health Expectations, 19(2), 194–208. https://doi.org/10.1111/hex.
12346
Fries, J. F., Spitz, P., Kraines, R. G., & Holman, H. R. (1980). Measure-
ment of patient outcome in arthritis. Arthritis & Rheumatism, 23(2),
137–145.
Furber, C. (2010). Framework analysis: A method for analysing qualitative
data. African Journal of Midwifery and Women's Health, 4(2), 97–100.
https://doi.org/10.12968/ajmw.2010.4.2.47612
Gale, N. K., Heath, G., Cameron, E., Rashid, S., & Redwood, S. (2013). Using
the framework method for the analysis of qualitative data in multi‐
disciplinary health research. BMC Medical Research Methodology, 13,
117. https://doi.org/10.1186/1471‐2288‐13‐117
Gao, J., Arden, M., Hoo, Z. H., & Wildman, M. (2019). Understanding pa-
tient activation and adherence to nebuliser treatment in adults with
cystic fibrosis: Responses to the UK version of PAM‐13 and a think
aloud study. BMC Health Services Research, 19(1), 1–12. https://doi.
org/10.1186/s12913‐019‐4260‐5
Greene, J., Hibbard, J. H., Sacks, R., Overton, V., & Parrotta, C. D. (2015).
When patient activation levels change, health outcomes and costs
change, too. Health Affairs, 34(3), 431–437. https://doi.org/10.1377/
hlthaff.2014.0452
Hanson, W. E., Creswell, J. W., Clark, V. L. P., Petska, K. S., & Creswell, J. D.
(2005). Mixed methods research designs in counseling psychology.
Journal of Counseling Psychology, 52(2), 224. https://doi.org/10.1037/
0022‐0167.52.2.224
Hewlett, S., Chalder, T., Choy, E., Cramp, F., Davis, B., Dures, E., Nicholls,
C., & Kirwan, J. (2011). Fatigue in rheumatoid arthritis: Time for a
conceptual model. Rheumatology, 50, 1004–1006. https://doi.org/10.
1093/rheumatology/keq282
Hewlett, S., Smith, A. P., & Kirwan, J. R. (2002). Measuring the meaning of
disability in rheumatoid arthritis: The personal impact health
assessment Questionnaire (PI HAQ). Annals of the Rheumatic Dis-
eases, 61, 986–993.
Hibbard, J. H., & Greene, J. (2013). What the evidence shows about pa-
tient activation: Better health outcomes and care experiences; fewer
data on costs. Health Affairs, 32(2), 207–214. https://doi.org/10.
1377/hlthaff.2012.1061
Hibbard, J. H., Mahoney, E. R., Stockard, J., & Tusler, M. (2005). Devel-
opment and testing of a short form of the patient activation mea-
sure. Health Services Research, 40(6 I), 1918–1930. https://doi.org/10.
1111/j.1475‐6773.2005.00438.x
Hibbard, J. H., Stockard, J., Mahoney, E. R., & Tusler, M. (2004). Devel-
opment of the Patient Activation Measure (PAM): Conceptualizing
and measuring activation in patients and consumers. Health Services
Research, 39(4 Pt 1), 1005–1026. https://doi.org/10.1111/j.1475‐
6773.2004.00269.x
Hibbard, J. H., & Mahoney, E. (2010) Toward a theory of patient and
consumer activation. Patient Education and Counseling. 78(3),
pp. 377–381. http://dx.doi.org/10.1016/j.pec.2009.12.015
Kelly, M. P. and Barker, M. (2016) Why is changing health‐related
behaviour so difficult? Public Health. 136 pp. 109–116. http://dx.
doi.org/10.1016/j.puhe.2016.03.030
Kentli, F. D. (2009). Comparison of hidden curriculum theories. European
Journal of Educational Studies,1(1968), 83–88. http://www.ozelacademy.
com/EJES_v1n2_Kentli.pdf
Kirwan, J. R., Mitchell, K., Hewlett, S., Hehir, M., Pollock, J., Memel, D., &
Bennett, B. (2003). Clinical and psychological outcome from a ran-
domized controlled trial of patient‐initiated direct‐access hospital
follow‐up for rheumatoid arthritis extended to 4 years. Rheuma-
tology, 42(3), 422–426. https://doi.org/10.1093/rheumatology/
keg130
Leal, I., Engebretson, J., Cohen, L., Rodriguez, A., Wangyal, T., Lopez, G., &
Chaoul, A. (2015). Experiences of paradox: A qualitative analysis of
living with cancer using a framework approach. Psycho‐Oncology,
24(2), 138–146. https://doi.org/10.1002/pon.3578
Ledford, C. J. W., Cafferty, L. A., & Russell, T. C. (2015). The influence of
health literacy and patient activation on patient information seeking
and sharing. Journal of Health Communication, 20(S2), 77–82. https://
doi.org/10.1080/10810730.2015.1066466
Michie, S., & Abraham, C. (2013). A taxonomy of behavior change
techniques used in interventions. Health Psychology, 27(3),
379–387.
Mosen, D. M., Schmittdiel, J., Hibbard, J., Sobel, D., Remmers, C., & Bel-
lows, J. (2007). Is patient activation associated with outcomes of
care for adults with chronic conditions? The Journal of Ambulatory
Care Management, 30(1), 21–29.
Náfrádi, L., Nakamoto, K., Csabai, M., Papp‐Zipernovszky, O., & Schulz,
P. J. (2017). An empirical test of the Health Empowerment Model:
Does patient empowerment moderate the effect of health literacy
on health status? Patient Education and Counseling. 101(3), 511–517.
https://doi.org/10.1016/j.pec.2017.09.004
Ngooi, B. X., Packer, T. L., Warner, G., Kephart, G., Koh, K. W. L.,
Wong, R. C. C., & Lim, S. P. (2018). How adults with cardiac
conditions in Singapore understand the patient Activation mea-
sure (PAM‐13) items: A cognitive interviewing study. Disability &
Rehabilitation, 40(5), 587–596. https://doi.org/10.1080/09638288.
2016.1261413
Nutbeam, D., McGill, B., & Premkumar, P. (2017). Improving health liter-
acy in community populations: A review of progress. Health Promo-
tion International, 33(5), 901–911. https://doi.org/10.1093/heapro/
dax015
Parkinson, S., Eatough, V., Holmes, J., Stapley, E., & Midgley, N. (2016).
Framework analysis: A worked example of a study exploring young
people's experiences of depression. Qualitative Research in Psychol-
ogy, 13(2), 109–129. https://doi.org/10.1080/14780887.2015.
1119228
Rask, K. J., Ziemer, D. C., Kohler, S. A., Hawley, J. N., Arinde, F. J., & Barnes,
C. S. (2009). Patient activation is associated with healthy behaviors
and ease in managing diabetes in an indigent population. The Dia-
betes Educator, 35(4), 622–630. https://doi.org/10.1177/0145721
709335004
Rijken, M., Heijmans, M., Jansen, D., & Rademakers, J. (2014). De-
velopments in patient activation of people with chronic illness and
the impact of changes in self‐reported health: Results of a
nationwide longitudinal study in The Netherlands. Patient Education
and Counseling, 97(3), 383–390. https://doi.org/10.1016/j.pec.2014.
09.006
Ritchie, J. & Spencer, L. (1994). Qualitative data analysis for applied policy
research (A. Bryman & R. G. Burgess (eds.); pp. 173–194). Routledge.
Ritchie, J., & Spencer, L. (2003). Qualitative data analysis for applied policy
reasearch. In The qualitative researcher’s companion (pp. 305–329).
https://doi.org/10.4135/9781412986274
Roberts, N. J., Kidd, L., Dougall, N., Patel, I. S., McNarry, S. and Nixon, C.
(2016) Measuring patient activation: The utility of the Patient
JONES ET AL. - 11
Activation Measure within a UK context‐Results from four exemplar
studies and potential future applications. Patient Education and
Counseling. 99(10), pp. 1739–1746. http://dx.doi.org/10.1016/j.pec.
2016.05.006
Robson, C. (2011). Real world research. John Wiley.
Ward, D. J., Furber, C., Tierney, S., & Swallow, V. (2013). Using frame-
work analysis in nursing research: A worked example. Journal of
Advanced Nursing, 69(11), 2423–2431. https://doi.org/10.1111/jan.
12127
Yadav, U. N., Hosseinzadeh, H., Lloyd, J., & Harris, M. F. (2018). How
health literacy and patient activation play their own unique role in
self‐management of chronic obstructive pulmonary disease (COPD)?
Chronic Respiratory Disease, 16, 147997311881641. https://doi.org/
10.1177/1479973118816418
Yoshida, K., & Stephens, M. (2004). Living with rheumatoid arthritis.
Strategies that support independence and autonomy in everyday
life. Physiotherapy Theory and Practice, 20(4), 221–231. https://doi.
org/10.1080/09593980490887984
How to cite this article: Jones B, Hunt A, Hewlett S,
Harcourt D, Dures E. Rheumatology patients’ perceptions of
patient activation and the Patient Activation Measure: A
qualitative interview study. Musculoskeletal Care. 2021;1–12.
https://doi.org/10.1002/msc.1555
12 - JONES ET AL.
